W
e are pleased to serve as coguest editors of this issue of Pediatric Annals, which focuses on health care disparities among children and youth with special health care needs (CYSHCN). The population of CYSHCN is large and ever growing; approximately 20% of children in the United States (younger than age 18 years) have a defined special health care need. 1 This population experiences serious adversities that affect their health and well-being in childhood as well as future adult trajectories. It is well known that children with special health care needs experience a variety of disparities and that these disparities are exacerbated by system fragmentation and missed opportunities. In this issue, we have chosen to focus on aspects of health care disparities that have been underrepresented in the literature with respect to CYSHCN, such as access to early childhood supports, delayed developmental and educational services, community participation, and behavioral health.
In the first article, "Health Disparities and Child Development After Prematurity," Frances A. Carter and Dr. Michael E. Msall explore the double jeopardy that persists with respect to prematurity, minority ethnicity, and family support.
To date on a policy-level, there has been little recognition that children surviving prematurity, who are often disproportionately African American and impoverished, frequently confront barriers when trying to access comprehensive early childhood supports. The authors highlight some guidelines to proactively address these barriers.
In the second article, "Prolonged Hospital Discharge for Children with Technology Dependency: A Source of Health Care Disparities," Drs. Sarah A. Sobotka, Rishi K. Agrawal, and Msall focus on why children who require specialized technology (ie, ventilators) as part of their routine care remain hospitalized longer than medically necessary. They explore the ways in which prolonged hospitalization negatively affects development, which is especially vital for children already at risk for developmental delays because of their underlying diagnosis. Lastly, they present a model program in the hospital-to-home pipeline that could help reduce the disparities associated with prolonged hospital discharge.
Health care disparities are well-documented for transition-aged youth with disabilities. However, these youth also experience disparities in outcomes in other life domains, such as education, employment, and relationships. In the third article, "Disparities in Life Course Outcomes for Transition-Aged Youth with Disabilities," Dr. Kruti Acharya, Regina Meza, and Dr. Msall review disparities that transitionaged youth with disabilities experience beyond health and health care. To represent a range of disabilities, they highlight data from three populations: autism spectrum disorders, Down syndrome, and cerebral palsy. In an emerging era of population health, the authors underscore the importance of care coordination throughout the patient-centered medical home to promote overall wellbeing in adolescence and into adulthood.
The last two articles both address behavioral health care albeit from different perspectives. In the fourth article, "Racial and Ethnic Health Disparities and Trauma-Informed Care for Children Exposed to Community Violence," Drs. Bradley C. Stolbach and Seeba Anam explore how community violence contributes to observed mental and physical disparities among ethnic minority youth. They discuss the critically important role of health professionals to address this major American epidemic. Lastly, in the final article, "Behavioral Health Disparities Among Children and Youth with Special Health Care Needs," Drs. Anne Elizabeth Glassgow and Benjamin Van Voorhees focus on the importance of behavioral health supports for vulnerable children and adolescents with special health care needs. They identify gaps in behavioral health assessment research that are needed to facilitate system change and how a proactive systems approach has the capacity to reduce adverse adult outcomes.
We send a special thank you to all of the contributors to this issue and to the Editor-in-Chief, Dr. Joseph R. Hageman, for the opportunity to present this information. Reducing disparities for CYSHCN requires opportunities to share and develop collaborative models that integrate comprehensive primary care with developmental enrichment, behavioral health, and community participation. It is our hope that these articles provide an interesting and valuable overview of a biopsychosocial life course framework for clinicians and researchers alike. We hope clinicians will apply these new strategies in clinical practice to reduce disparities in their vulnerable pediatric and adolescent populations. We hope researchers will use these articles as a guide to continued evaluation of integrated developmental and behavioral health management. In this way, we can continue our important roles in improving the psychosocial and medical outcomes of people with special health care needs and the well-being of their families.
